To check or not to check: The role of checklists in children's palliative care
Children's palliative care is somewhat of a paradox. It was patient-centered long before patient-centered became a popular term for funders and policymakers. It began as multidisciplinary, collaborative, and comprehensive as opposed to other areas in medicine that until recently were far from being teams based. It seeks to address the mind, body, and spirit in an era when most pediatric care is defined by 15-min intervals in which addressing the body is all that can be managed. It transcends cultures, as the death of a child is a loss that no parent would ever want to face. Yet, if children's palliative care is all of these things, why does it seem that something is holding us back?
To answer this question, we often assemble a group of highly educated people to create a list of barriers. Our expert panel would likely come up with a list including lack of funding, lack of educated providers, and families' hesitancy to give up curative care for their child. There would probably be some lively debate about opioid availability, rights of the child, and symptom control. By the end of the day, it would be clear that at the heart of these barriers are two issues: (1) pediatric palliative care is usually not, or very minimally, available and (2) when it is available, it is a struggle to get children referred. This volume of Palliative Medicine includes two studies that are meant to shed light on the second issue.
The first study by Bergstraesser and colleagues used a unique marketing methodology to develop a checklist of items that indicate that a child would benefit from palliative care. Experts responded to an online survey with casebased vignettes. Weights were assigned to attributes to determine whether they should be included in the screening checklist. "A child whose life expectancy is less than 12 months" was the item with the highest weight followed by "parent/patient wishes to receive palliative care." Results suggest that these attributes should definitively be included in the checklist. The authors proposed that the checklist could be used by general practitioners who may be less familiar with caring for a child with a life-limiting condition.
The second study by Shaw and colleagues also developed a checklist of signs and symptoms that would indicate a child is approaching the end of life. Experts were recruited to participate in a Delphi study aimed at reaching consensus on the most salient signs and symptoms. In total, 75 items were assessed regarding their ability to indicate the last weeks/days of life and the last 6-12 months of life. Results from the study suggest that it is easier to identify a child's last days and weeks of life than the last year of life. While eight items were noted as "very often" being indicative of the last days and weeks of life, none of the 75 items had that same level of concordance for the last 6-12 months of life. The authors state that difficulties in predicting the last 6-12 months support the view that palliative care should be offered from the point of diagnosis onward.
Looking across both studies, one notices that they promote the use of checklists in children's palliative care. The term checklist is used purposively in this commentary, even though there are likely psychometric terms that would perhaps make the reader happier. However, checklist should not be thought of as a derogatory term one implying a menial task. In fact, checklists are simple tools that have been used to revolutionize a number of industries. Airline checklists originated from a 1935 catastrophe. The Boeing Model 299 was being tested in Dayton, Ohio. Shortly after take off, the plane stalled, fell to the ground, and burst into flames upon impact. Afterward, pilots joined together and realized that there was too much information for any one person to remember in such a short period of time. The pilots created checklists for take off, flight, before landing, and after landing. To this day, checklists are widely used in aviation and there is even a pilot checklist iPhone application. In his recent book The Checklist Manifesto: How to Get Things Right, Dr Atul Gawande describes how checklists can be used in medicine. 1 Dr Gawande conducted a multinational study to determine how effective a 19-item Surgical Safety Checklist could be in improving outcomes. 2 Although each site had to make accommodations for their local conditions, every site that implemented the checklist saw decreased complications and mortality. Dr Gawande's other studies have focused on checklists that can be used in the operating room, childbirth, and for hospital-acquired infections. [3] [4] [5] Can something as simple as a checklist help reach the goals of more children having access or being referred to palliative care? There are several criticisms to checklists.
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A recent editorial in the New England Journal of Medicine notes that checklists may result in a "just ticking a box" mindset, implementation is challenging and time consuming, and oftentimes, resources needed to implement and monitor the impact 6 of the checklist are not considered. Given these caveats and what was learned from the aforementioned studies, will these checklists be useful in increasing the provision and the number of children being referred to palliative care? The answer depends in part on where this is attempted. In resource-poor countries, checklists can be very useful. As a country moves from no pediatric palliative care services to its first or first few services, decisions must be made. Every decision represents a tradeoff, and optimization will lead to better outcomes and provide evidence to convince decision makers that these services are critical for dying children. Checklists help take the guesswork out of decisions, improve consistency, and help in achieving outcomes. Under these circumstances, the studies by Bergstraesser and colleagues and Shaw and colleagues have made good progress in developing checklists, but more work is needed in the areas of implementation, monitoring, and assessment.
What about using checklists in resource-rich countries? Aren't they also trying to maximize benefit at the lowest cost? Yes, but once palliative care is being consistently provided, the focus should shift toward getting children referred into the services early in the trajectory of illness. Referrals typically fall on general practitioners, especially in countries where non-clinicians are not recognized as having the authority to refer children. Where this process becomes unnecessarily complicated is when we grapple with the question of when general practitioners should refer; hence, the need for checklists. As the Shaw study points out, the difficulties in knowing when the child is in the last days, weeks, months, or even year of life are avoided when palliative care is provided at the point of diagnosis. In that scenario, general practitioners only need to know which diagnoses should prompt a referral. Fortunately, this work has been done. For example, Hain et al. produced a list of 376 diagnosis codes that would be appropriate for palliative care. 7 When children present with these diagnoses, general practitioners should introduce palliative care to the families and refer them early in the disease trajectory. Under this ideal situation, we do not need the Bergstraesser and Shaw checklists, we should instead focus on training general practitioners to identify a child for referral.
If referral at the point of diagnosis makes things so much easier, why isn't it more common in resource-rich countries? Lack of funding is the usual first retort. Referring children at the point of diagnosis will result in more health care expenses; however, in the long run should result in avoided inpatient expenses. Referrals are also not made because they require providers, and society, to accept that children die. For the most part, we are quite uncomfortable with questions that cannot be answered. Answers give us the illusion of control, the feeling that if we know what happened, or even why it happened, then we can prevent it in the future. It is the same when we are faced with a dying child. There is a loss of control, an inability to answer questions, and overall discomfort. Letting go of those feelings will make transitioning children to palliative care easier.
There is a role for checklists in children's palliative care in improving consistency and providing guidance. However, there also comes a time when the checklist might be preventing us from advancing. When asked, "to check or not to check," are we ready to choose the latter?
